Silent Screams: Experiences of Caregiver Suffering by Parents of Children with Thalassemia: A Qualitative Study by Abedi, Heidarali et al.
 1-    	
    	
  	 	 ! 	"
 # $% &'(  ) '* + , , , 
2-  
% 	
  	
    ". / 0 ,12 ),
 4, ,12 ( 
3-   	
 '4  07 	
    ) '* + % , ,8  
4-  
 	
  	
  + ) '*   ,!:;<
 , ,!:;<
 
 :
  	* '*
%0   Email: drabediedu@yahoo.com  
  
  
 =// ) '* 
 1% ?@%@A8 B'!3 
/3 +% /1393 
 
281 
(  )    !" #$ %& !"'&( )* (+ :,- $(.  
 
=  ( 
 1 '*
%0 	*2 DE* DE* "3 %! F4 
  
/0  
:1 G8 	
% 	
%  : 	
% $ 
 .  +%(     4 ?G/4   " EI 
 $( $+ 	
J
 &A  4 ,"<  < 	  	
K L: EI B
 7 ) 1 $ M
 	
 
 J
 ) 1 % B B7 8  . 
 N B )! " O .
   ,. P%2 8 D  G8 B /E ,  $( EI J
 B!8 M
 BQ(R $.  
,* :  . )!  A &%'A8 
  B K0 1% BQ(R 
21  BQ7 G8 B /E ,  $( $% " :: 

B  S
 B G8 TU B ::  	% S
 . )! ,   ,
% V 
 W%@A8 . XU 	N  :<
Y7  	
. BE0Z  .  B< 
4 B% 	 BE0Z )8  B' B B' #[  \EK     #   S
 " 1  
 1% 	 A &%'A8Granheim  Lundman +!8 
 < 
I &%'A8  B.  
!. :2  &%'A8  B+!8  B@E] 
^ 
 F B »B`` ,
 4 L;^  a U " ,
b 0 BE T@  $( 	 «
 !: ,
 
 B  B»$( J
« < 	7:.  
+! :(3  , K0 Td J  $( J
 B   W%* e : G8 B /E ,   $ J  . 2
Bf
   W%@A8  ,
% $  4 B ,
 	
 	 ,:I/*  L'7 	  B 	.  
4& 5 :2 1% W%@A8 G8 $( EI J
  
  
  
:67*& ( 
  =  '*
%0 	* DE* " DE* F %!.    !" #$ %& !"'&( )* (+ :,- $(.
(  ) . 1% ?@%@A8 B'!  / ) '* 
1393g 3 )3 :(291-281.  
  
 :9.*$ :*29/04/1393   :,(BC :*02/06/1393  
  
1  
Y " G8 	
% $8  B B  % $+ j
 	
  d B 
 E@8 
 ] .   0 BG60  
+
 (  % 
 G8 B /E "    )1( e % .
 0  
  
 	
%4-3  " T%   2
3  , %'%
 G8  ,m &I)2(  0 26  B /E 
% 1 
+
 0 B%(  
  7 
m G8800  B /E " 
 B<K  $ B  (  G8   )3( 	
% $ .
* ?/  ! / )N   4 
% 	 	
  :)4( BE:7    %jn8  4 " P'U 	
  
 ,
% * = ] oN: , 4 W
+8 B^ .
b
 T+<   p
 *  U 	
% $ =:  
  
 	
< q*  4 	  ! ?/
 T:8 ! .  
 	
 
D
ow
nl
oa
de
d 
fro
m
 jq
r.k
mu
.ac
.ir 
at 
8:2
2 +
03
30
 on
 Fr
ida
y M
arc
h 8
th 
20
19
  
  
 	
   
    	
 	  
282 =// ) '* 
 1% ?@%@A8 B'!3 
/3 +% /1393 
," " 	
 
 Florence Nightingale  0 
B 
 
   4 ,. " &EI  B7 8 
  EI 	
    L'7  4 B 
 	% B7 8 "   )5(  
 
  4 .
 sE8
 o   4 	t* 0
  /
 <  8  / D;0 P'U \  WR8 	
 
 +; T@ +%)6( o%@; 
 ] B  4 	t* .
I  4 B* ! %jn8 A8B< 
  24 Q8  
T:8 .
  B E;   4  t* V  B 
 
  %jn8  4 &     
% " EI .
b
 &%'A8 
  4 	m  	% pQ 
 
 ,.  
 =Z% Dn L7    
I +  1]* ;7
8 
 u 	"
.  (!4 D  )7(  B 
 4 &%( $%  +% ,: ,
% , :* A8 ,
% 	
 %   )8(.  
,. B  $  @* 	
% 
j.  sE8
 
  B^
,; 
 	 " 
   B' ;% J
 
.  , :Q
E%Z "   B<b B*! J
  . 
 " 
 " 	:Q    4 :Q ) $%; 8  0  8
 )N V  4 .%
 +% 
 J
  
  @( 	:Q
  $  )N $ 	t* "  
% "<   *7
 $ 	t*  B' 
 &@ %jn8   :8 B
 %jn8 A8 +% 
 )N 
I  $%:^ $ " $( .
 8  PQK ,  	"<  J
 S  )9( 
  
B<0 ,:: EI &*  B7 8 ,
% /  % 	
,.  B  4 X
!8 " :^ .  
  B) 
 
 S < (: J
 
 ,
%  4 " B  $
  ::)10(.  
 
  
 
% 	 B +; T@ wA( B  4
 .  @'8 o 
%  4 " B 	
 B'4 B
 V 
 B 
%  4 	"% 4:  B :
x] 
  yU 
 ,A '2 2:*    ?I 	+

 % 
 B L: 
)11( jz " 	
 EI .
% 
I B7 8 ,  +%  4 
%  /* B  
)12(     ,. o^ Bf
 " % )13(  4: # .
 ( M
 % " ,:: EI \ 8 $( J
 	
d   

 4 	)14( B!8 BQ(R $: .  	
  B%2 8 
%  4 d B ,:: EI )10( .
 )! B:%" $ 
 	A ?Q(R &* 
  7 $ 
 . Mazzone  BQ(R 
 ,
  ?/ 	
 4  ,   
 
 G8 B /E ,
% 	
 4 B    < 1]*  
 ?/  
 ) B!:   ::)15( % BE7 B  W%* 4: .
B  4 J
  V ,
  B'4 jz 
 ] B 8 :
  $( J
 T B !: B 	 A B g:)7( .  
$ &%( B  X
!8  :E J
 % B  M

 W@0 <  B" D  ,. 
  
   <
 P  ,    
  7 	-S
  B  = 	
;% Td  : &I  7  	
+  -  B
   
I B 1% 
 BQ(R $ 
 &%( $%
 e K  B W%*  BE7 B < XU  B
 )16(  a:<  BQ7 
 ) 1 $  4: .
 	@8
  +8 
 N: B ,
 	 
 	< B:%"
EI o< $( B S" .     $ :^ .
.
 :8 B 4:  
 QRI { 0 %jn8 " Y  8
 B  $%EI    G8 B /E ,
%  4 "
 Td $ J " 1  ,
 | Z4  : 8
 S
 B4:  
 G8 B /E ,  $( 	%
  B'@U J
      S" . ,. B 
 
 .: :% 
 $(   J
 T 	

  
  
,*   
 	 A &%'A8 e  "  1% W%@A8 V Td $
 S
  B   @Graneheim  Lundman  )!
) 1  %;18 M
 :<  A &%'A8 S
 .  	"
 
 Q  1% 	  )17( 
 Td \%A .
 V K0 BQ(R  , 
  B B; ,
%
,.  4  G8 B /E ,
% B   R%A  	 
 BQ7 ,. B ,
  EI 	%%  D 
  
 . 21   ,
% $( 
 BQ(R $ :: 

 	 . &%8 EI  
 &%4 <  XU
D
ow
nl
oa
de
d 
fro
m
 jq
r.k
mu
.ac
.ir 
at 
8:2
2 +
03
30
 on
 Fr
ida
y M
arc
h 8
th 
20
19
  
 	
   
    	
 	  
 =// ) '* 
 1% ?@%@A8 B'!3 
/3 +% /1393 
 
283 
B  ,:: 
  e O  :E & B 	%
 eE 8    $( XU 	 M/ .< B 
 K
 G8 B /E M  $ & :: 
  ,+  ,
 ,
% 	 BQ(R 
  7
J
 " B!8 $ ,  $( 	  $ 
 .  /E
 #:7 N ") e :8 }0  ,:: 
 Td
 
 G8 B /E ,  Q8  &~ ?/%ZA8
BE0Z   XU ( 4  
  	1 ?
 2 B 
. )! 0
   
 BE0Z " 1    B< 
4 B%  " 	
Y7 	
.  :. 	 8Gz BE0Z 	 
 .
  $R  7 !  ,:: 
  W@A %
2Z4 ?Gz #[  xR B%2  	
 
 8
 : 8Gz . % Td O» 
 8%!8 B^
J
 B^ &A  
  4 M  " EI    «
B7 8    B  : : W* ?Gz »  
  
% %K 8 % 
  $ « % ,:: 
 "
 $%% 
 ] B BE0Z  .60   %! = ] B B@%I
BE0Z  eE B ,%
 8   eE .< B   
Y7 B  (0  	
. %    	7 ?*/]
 : o< BQ(R 
   
  
)18(.  
 &%'A8 :<  	:% &0 B B7 8  
Graneheim  Lundman &0 & B  )!  
1 - %  BE0Z  " Q B'2</ BE0Z 	"2 -  , 4
 ,. " ' M
 	 $3 -  	  :Q 	0 $%%Q8
 B%(4 - B@E] Y7 ?@E] 
 B B%( 	 	:  8  
5 -  
 B1 	 A $%%Q8   )17( K0 BQ(R 
 .
 ,. 	 A BE0Z )! " Q B'2</   8 # 
 )`  #[ . U B%( 	   4 
 $:^
E D   B@E]   
 ; ) 1  
  	:
 . U   
 " ,:%] 
 N: B e " &EI I/4 $"  *

 S
 W%@A8 O . b4 B]  $%(z; @<  BQ(R
 4 
 ,  BA BE0Z ,. W0     
 
 
 
 B BE0Z 	 
 BQ(R " B'0  
 4
 \EK  BQ(R 
  	 B "   %K 8 ,::
2  +% BE0Z ,  ," . B< E "7 ,
. $%%Q8 ,:: 
  4  :  
   
E*  
   
 \ 8 
 e K   ? G ] 	%
  $F 	" ,::
V " T% $%@@A 
 N: $ .< ?
 2   =
 e K  
 \ 8 
 
 .  %
 W%@A8
 
 B B%( 	  B $ " U +% ,::
   ,+%  %
 ,.  N   U 	
 o%1 $F 	" 
 . B;@ ,:: 

 "  U ?@E]   W%@A8  :. ,
 B 
 B
 1% ,. L:8 ,+%    e7  %n8  =: 
 &20 B:%" $ 
 N .  
 
!. 2  
21  : B:  :: 
45 -14  ?/%ZA8   =
 &%'A8 " '2 B@E] 
^ .  Td $ 
 ?1
  & » L;^  a U " ,
b ,
 4
B`` 0 BE T@  $( 	 «..  B  
  

7 1 :)! EFG H& I+  E5J $&$ 2  
K1"L K1"L(H 
U " ,
b 
J
 Bb 	  
J
 "< " EI 	  

. $( 
 	  
@* 
 4 < 	  
    
,
 4 L;^  a  
:< ?/  
14  
8  
    
B`` $( 	  
QRI ,
  
"< &@; "  
:. B ,:%] )*  
"< =~  
"< &%ZA8  
    
0 BE T@  
yU ,%(   E  
EI 
 yZU8 ,+%  
	ZI 	::8  & *  

 $%n8  
D
ow
nl
oa
de
d 
fro
m
 jq
r.k
mu
.ac
.ir 
at 
8:2
2 +
03
30
 on
 Fr
ida
y M
arc
h 8
th 
20
19
  
  
 	
   
    	
 	  
284 =// ) '* 
 1% ?@%@A8 B'!3 
/3 +% /1393 
#&*B3 3H 9M  
 " , t $
^  B@E]"»J
 J
 Bb 	  	

. "< " EI @*  
 	 
 4 < 	 «
. &%8  
)* 2 !NB3  
  "`. Bb ,
 " G8 B /E ,  $( J

& B   7 )* " ,. .  B< B 	7 	
T". b 
 " " &EI 	S
 B  " 	%% 	
 ,. Z%U8 ?  E  G8 B /E M  ( 8
 4 4 .:1 ,
  $ q* 
 &* $ 4-3 
 G8 B /E "< $ "  :;  &%( B B
? Bb 
 	
% y%U8 	  E  , 
"< 	
%         y%U8 YI  B ,
  E &%( B , 4 , $+7 	 B !
 " +%
 , 4   E       , " , 4 ,4
 Bb 
 =1 	
  =1 W
+8   .:1
 "< B ?@
+8 =1  V  \@< $( 4
 
  4 G8   )! yI 
 ] B.  J
 	
%
$ 
 Bb 
 T:(  ,% B   ::»B% ) B 
=E V 1   B , 4  ...
 S 4 , 4   

  B o<
 ,% '2  B " =  ) o%<
8 
=@ , 4 , 4 
 $+7 ).«  
 4 +! + V B ,  V+ 	 $(
  <
 ;4 4    4  " ?7 B 
 E!
,. ` 
   .  B 	
% .  !
 
 
    ? <  G8 B /E o S
  : » 
" ,  o. ...V L 
 E! o , 
o%  ...	 8 B^  a  , (E , )  , 8 
 
	
 B  S Bb     .«  
)* 2 9"'&( H& H(.  
4  BA 
 
  4 ; $<
  "  $( "
 B:%  	% 4 	 , " ,. 
 
 :

:  B!8 :8 B 
 @ 
 $ B   .
  
 
 t0 	 
 V B1   
 ;4   4
 )*  $< Z4 ,  U 	% 4 	 TU
 .  ,.  . 
 	
< " +% 
 &A 	

 $( " "
 
   M  
 B &48 B
%(Q< ? ,. 	  	 B 	
 .   A 
 
 .  <
 S"< 	% 4  :  ,% » " 
U $8 	"
 B1 " ) 
 	"
 B  ) $ 7 
B!8  o: ...
 '%4 " B    8  :  

 E!  % , 8
 
 &%RQ8 %: B  %% $ 7.« 
 =1 W
+8 ,"< $. ,  G J
 : ' *
u
 $b U ,. B  p
 *  	% 4  	%
 %8[ B / " D8 	% 4C  $b U  "<
 %8[ ,
C  %8[ B /E ,"< B :( 	
C  
". U 
 $(    "< " EI 	 $4 
 B ::  , 7  .   $(  < LE
    )8 
 %8[ ,
 S
   4 
  :1»o % "  BK 
 4 ...'%4 S
 %jn8 
b '%4 S 7  "   
 L8   8 E2 

%    "  EI  .« 
 
E7  ,   4 "< 
 B;@ $  /*
:: YI  $  M  	^ B  	  	
 )8 , $( 	 ?Gz $ 	  ,% 	
 .
: »QI  B Bf  B  ^ I ; 	I. ) (" $ 
8:' ^ S
 " $ % ^ $  , 4 W
+8 
o: ) 4 B ^ ...$ ^ ^ ). 
 J
  .«  
J
 "  	 +: %:. )! D 7 Z* 	
 $ .  G8 B /E "< V 	
 

 ,

B   tQ 
   \@ B !: 
  4 
 	%
  E}]4 , 	; B 
E7  ;8 ,  $<
 " '8 	
 	
. ,. 	 
 &* p
 *  \@ 	 &* 8 B
  B /E "  V ( 8 B !: E  4 
 .
 8 , E /* B .    G8 :MRI 
)Magnetic resonance imaging (T2 star  ". 
T". )!  +! PCR )Polymerase chain reaction( 
 <
 7 ,8 B ?<; B 
 E! 
 ,
% , 

.   ?4 $  
 , 
 , U +~  % TU , E $  /*  
D
ow
nl
oa
de
d 
fro
m
 jq
r.k
mu
.ac
.ir 
at 
8:2
2 +
03
30
 on
 Fr
ida
y M
arc
h 8
th 
20
19
  
 	
   
    	
 	  
 =// ) '* 
 1% ?@%@A8 B'!3 
/3 +% /1393 
 
285 
 , 8 
 B  % 	G B:+  L: : , %
% B`` " +%  E $(  X;0 B $( 	  ..
$( "   : ,% 
 $ 
»u
+ $8 !
 B 
 	 B: B " = 1375 B $ + 
 $  x< 
 " : $;  TU  % 
 , ,
%.«  
&*O 2 &* %&  
T:8 " $( EZ* 	 EI ,  U &%( B  
  D8  "< 0
 ,    jn8 0
  B
   G8 B 	Q "< , /E 
  
 XRK
 , O0 
  
  G8 E4 ,%:  ,. .:1
 	%  Dn 
^   B   ;(  4 "< , 
 "<  
 .   
 
  4 "< 	
%  
 G8 B /E  : »I B  $1 Bf , 8 
B%G8 0
  ;( o / % o QI 
, %" '8  .« B B   
 $( 	Q T:
  4 * 
 ] B    y%U8 	
 ?
 2 ?
 2 B 

 , ,
 &A  V+  
 
 , p *  .
 
  $ 
 	
  : »o%<
 <%7  )O (T". 
)!   1 Bf B /E , 8 B%G8  )" B 	<0 
, ,:%] o o ,....«  
 G8 y%U8 B   @Q $( "< , 
  
I %jn8 A8 ? B 
  4 \
  
 %QK
  W* T   4 s  
  $<
 $% " q* 
 4 4 
 .   B $%7" EA  
 
   8 G8 B /E  "  ( 8 D8 "
)Tubectomy 4 4 
   (  !:  '8 " 
 	
 .   /]  B
 B  : » o% 
&I0 4 8 Bf B o% ..." I $ B%tI 18 < 
B %I Bf 
 B o"  T
. , %0
 / B o 
BU
  " N  4 '%4 & % o .$ o4 
, 4 B $ /EI  o ;% E0 B B Bf 
o , ;% ....«  
1P 2 (. $*-  
 q* < 4 
 "< :^  V ,  G8 J

@* ! @* $ ,. .   
 4 < 	  @* 
 
 J
   T'20 B E: " " tQ .% ,
 
  4 ; ,. .: @*  G8 B /E
 J
 $ Z@  B @* $ B%'U8 	  :;
    
".  	4  /E "<  
 .:4
 G8 B  : »@* ) 
 	
  o4 (4 
 ) ... o1 V e  	
% 
  7 o4   B 
Bf $ 	
 ]  ...	4  ) T  )".«  
 
 0  =1 W
+8 
 "< 	
 )* J

EI ]4 B $( " ,"<  B , 4 W
+8  
   4 O0 

       , 	
"<   4 "< B;@ 
 ,
 4 ?;0 , o( ,
@* " +%  B /E 4  
 .  $( 
 4 < 	
 : ,% G8»  o: Bf 	 )
 
  o:% 
 o 4 Bf 	 )
 :( ...
 T^ B 
Bf 	 B  B<  B ^ Bf 	 $ $ 	
 7 
, .0
  o % @*  o:.«  
@* $  4  B'   4 B   "  
 V   G8 B /E M   
 .: 4
 :  »4 B 8 ) $ 
  7 B^ 
 ) 
 
 ) ^ Bf ) $ 	
 7 , ... o 4 &IG 
 
 1 ....«  
 
Q&  R0( #$*-  
 B@E]" B 	
 , t $» BQ7 :< ?/
8  14 « .  
K /S T2(. 7  
 4 . )* :< @< " $(  ,  B4:  
 J
 BQ7 . )*  	
% $  
 "  .
 
 $ 
  : ») $ 
I <, : B:% B  
7 $:% &1A  , ;(! 
  $ =+` B B' Bf 
/< Bt Bf /< B: e  $: .«  ?@*
 U 
 $( +% G8 
  
 Bb J
 ?<4
 : ,% 
 $ 
 $( "  .  
".»
 Bb 
,  a  ," B1n $ 	
 7 T
  , ...
 $1 $ $7  	  ...$ 	
% B%:7.«  
D
ow
nl
oa
de
d 
fro
m
 jq
r.k
mu
.ac
.ir 
at 
8:2
2 +
03
30
 on
 Fr
ida
y M
arc
h 8
th 
20
19
  
  
 	
   
    	
 	  
286 =// ) '* 
 1% ?@%@A8 B'!3 
/3 +% /1393 
!-&  
<  " 
 	 4 EI , 	  
 
 )! B%1U =/ , +%  $    .  
.
 B 	
20 % B  =   ,  G8 " #
 E4 S"<$ 
  : 
F B »
  B: 4 
  " B ,  4 o  o%8  B B # 
B 	 o o% ...B 
 B , B  4 '%4 J
 
 o% .« ,"< " , $(  " T% ,.
  : < 
  4 "
   
 E! B ^ g  B(n; $
 J
 
 ,.  	
 .  : »8 , :^ 8 
 4 
B X 7 ) ...o $  : J
  .«  
9N  
T: " +% 8  ,. ,:: 
 4 B   
 %`  / ?
 2 B T: $ .   B!8 

8 ) /  (+%. ,%:  $( 4 . 
<  B  ~ 
^ ,; 	   
 4< 	
 B /E 4  
 .   BR
 YRI &%<  
 G8  : »B , 8  $: ) I   4  
BE` ... $ Bf /< B%G8 Bt  B%^  
TU  B  
 0
  B J
  B .« 	

$ 
 ) 8  P%2 8 B   ::» '2 L` 
)! o ...T"  $:  $ B' /< <
 '2 
L`  .<
 ," '` < $ 4 B^ 
 B 
S 
..«  
  
UU$ 2 %&  
 ) 'Q :. " ,:%] )*  1%'8/ ,. .   :8
 B  
  :. 
  4 "< &@; " 
  

Bf  " =~ &%ZA8  	
% QRI ,
  , 

 oE :. $ "    , ,"<   
 .%8
 B<b  
 =; S4 B G8 B /E 
%
  $ 
  $  : ,% B »&  B: B 
$  :. ,  EI* , 
 ^ B 	
 % ,
% 
$  ,  4 
 Y7 $: " # 
 ,  4  ,%  B  
" $ 7 ( )
.«  
V1 /"N !G 
#$" ! WMS  
  (  , E " :: 
 $(  yU 
,+% G8 jz yZU8 
  . )* 0  

  +! 
 , E G8 
  
 $%ZZU  !8
u
 
 ,
  	%  : 
F 	
 .:1»	 B 
	
%  	%%  B B +7 $ 	
% ...(  
 
;% ?Ej  
. I  :% ; 7 8 B 
$ 	
% 
 J
  	.«  
E&P  2T $X!'&  
 &~  $; ( :: 0 $ (  8  @<
J
 " +% L:  
 B o 	  	
% ( 
 ..
) B:+  G8  g  $%:  4  
 
.,.  B 
B B  , 8 
 $ &A8 " ,  
 ,.  
o   4 J
 $8  :1 	
 .:;»J
   J
 \@< 
$% \@< B%( .« 1 $. Y< |I S"< B 	

  :  ,% »$ |I #  7
4 
 )B B (
 )
 B Bf ) )  o 8 Xb*  o .«  
 , " B $( " : 
F . »& ( 
q* $ B'% X  B   B1 	 V 
  
% $ 7  &I0 V $% 
 B 
 B ....«  
%Y *&$  
 0 )*  
 	 E  ?/ " $(B%  
  W
+8 (  8  =1 , E ]4 B 4 .:1
 	 $( tQ .   )!  4 M  	 
 =1
 ,8 B  =1 B%8  :1 	
% .:<
»/EI =1 
 E 8  ( =1  )" ...  <
 ,8 B%8 
 	 ) :  U )  :<.«  
 =
   =1 | Z4 B 
  E +% K0 =0 

& $( 	   "  : ,% 	
 .»/} 
 	 $ 7  $ |I 
 4 ;%  	
 !  $ 
;% ... 7  $: ...0
   J
  .«  
  
 ZJ  
B<  $(  B!8 J
 :: #Q:  4 B   
D
ow
nl
oa
de
d 
fro
m
 jq
r.k
mu
.ac
.ir 
at 
8:2
2 +
03
30
 on
 Fr
ida
y M
arc
h 8
th 
20
19
  
 	
   
    	
 	  
 =// ) '* 
 1% ?@%@A8 B'!3 
/3 +% /1393 
 
287 
   B Xb*  J
 
 ,+ "  I .  
  J
 q*    :: EI 0
 D;0 
 B< " .  
 .  $( EI J
 .  B 	
 %` ,:: EI B   S
+ +% ?Q(R 
<
 ;4 : 8/  
  .      4
 B7  ;7 p
 *   )19( , o<   .
, 
 ,
% $ " EI ?  
 V^  	
 .  S/8 J
 $ , O] 7 ::  $(
 
  4 M  ;7 ?12   I 
 ,  o "
 
  $ 
 M  	^ B    ,   B;@
 J
  BQ(R J  B Wahab )20(   ;  .
 %8[ : 	% 4 p
 * J
C  . B7 8 &I +%  
Antai-Otong  * Y: "  B  @Q
 1* B M  	/ " D8 $( XRK  : 
  ")21( BQ(R 
 .Wahab   (. =0 " $( +%
, 4 ,   : D " 	
% B ,"< 	/  
)20( %8[ % e % B B7 8  .C  
  
  

0 Td $( G8 B /E ,
% , K
 %8[ B  4 "< 	/C  ,
 , / ?
 2 
 

  ,
 B:%" $ 
 B   ,. U  =@ 	
S" .  : 
 	
%  B:%" $ 
 $( B 
 )"G 	
 =@ ,"  : ,
 p
 *  B'@ B:%" 
 
 
  +% , 4 ,   (.  	
% $ " 	%% B:%"
, 4  .: 
 )"G EI  	  
o " J
 $8 T:8 $( 	  V 
 .  
 	
 "  M  D;0  P'U 1]* o/* BQ(R
 
  4 	t* "  	
%50  o/*  
  2

,
   : 1: 4: 
 ;<  u71  2

 4   S
+ )22( .Widayanti   @Q +%
EI 	 G8 B /E ,  $( B  B"
 	
)   &A 	" J
 ,"< Q(  W%@A8 
 . 
 M  %EZ* D;0 G8 B /E ,  $( 
 :   )23(.  BQ(R 
Liem  $( +% ,
 
   ,% 
 	%   D;0)24( BQ(R 
 .
Wong  Chan  	
% y%U8 ,%: $( B
 " $( ,. " Q . P%2 8 M   
 , 
 :  G8 	
% y%U8 Sb)25($( . 
 BQ(RYeh   y%U8 Sb " K0 BQ(R : +%
 #;!8 
 E y%U8 =0  :  )26( .  
BQ(R  B /E ,
%  4 B  , : 
 	
 J
 
 ?/ " % G8  )27( BQ(R 
 .
	
1` 	  ,
  /E ,
% ::  $(
 J
 ;< " G8 B  )28( %  7  .
,
 T@ ,
  ,:   : B V 
 ,

,. " V 
 ?/ &0  &0 
 
 	 
 )! B:%" $ 
 . B< 
I B7 8 
  ?/
%(Q< B :  	 
  " .   2 	
 
 N: B D 
 + <Q  1 
  %
 N B 	
K $( ?*/]  T T+<  .

 G8 ,
% " 0 $!  	
 "  8
,
   	  4 N A8 EI + 
 ,

 4 
 ?/ &0  . 1   
B< " EI , 1U BQ(R "
 	  8  
 " BQ7 . )*  :< @< " B<   B  
 $ . 8"
  a:< 
 B  	
% $
T:  
". 
 $( / %`  / ?
 2 B B^ 
 
 .   ]4 BR
 $Furness   ?N B ,

  
 ) / 
". )29( . " +% ,
 4 a
J
  	 BQ(R 
 .  G8 B /E ,  $(
Prazomask  
  
 . ,:: 
 +% ,
 

 J
  ,. p
 *  G8 - J
 " 
 *7  	
    ,%  4 u
+)30( BQ(R ::  $( .
Wahab      
 a B)20( N B .  & * 

a:<   B  jz B:%" $ 
 :<  B 	"
B`` " +% ,"< " .4 BZ%@ $ x/2  &I 	
    7 B`` $ 
   ?Q(R 
 B   
 a:< 
 " % % -  $ 
 . /
a:< B  B:%"  %%~8     B4 BQ7 
 	"
 ." 
 B`` $ ,
% $  " B BQ7 ) 
	
 )* J
  .  B J " +% EI 
 , 
D
ow
nl
oa
de
d 
fro
m
 jq
r.k
mu
.ac
.ir 
at 
8:2
2 +
03
30
 on
 Fr
ida
y M
arc
h 8
th 
20
19
  
  
 	
   
    	
 	  
288 =// ) '* 
 1% ?@%@A8 B'!3 
/3 +% /1393 
 BQ(R ,:: 
 . Wahab  	
 )* " +%
 &A S
 
  $ '*   =1 W
+8 
 ,"<
   B; W
+8)20( .  
B`` "  
  
 B   1%'8/ $(  	
	
%  
 $+ 	  $%%Q8 
  8 &  
 0 :Q 
 "   	
%  \E8 {  B 
 { 0  ?* K  QRI S"
 $%%Q8 B 
I % o%Z8
T%    
% :. 	  .;% % W%I :%
 :: EI 1. B !:  )31( BQ(R 
 .
Prazomask  ,"< :. , ,
 +% ,
 
  )30( .Wong  Chan  
  $( %  +%
 S
+ 1%'8/ 
 BQ(R )25( :. "  .
 ,
  '%ZA8B< " +% 	
% QRI 	 &I B7 8 
BQ(R K0   .$( BQ(R Wahab +% , B 
&%ZA8 ,    )20( BQ(R ,::  .
Widayanti :. 
  
 +% ,  ,   .,. 
 :; %QK ,  B^  4  .   8 
 4  )23( BQ(R 
 .Wahab  , $( +%
"< \ 8 &~ ,
.  B  =/@  4 )  20( .
7 2/4 " " 1%'8/  =: %QI  \ 8 
$(  

 < ?*/] ,   	
 ?/4
	d8  	
% x] B V  M  EI 	  	+

	d8 $   B +8 $( B )32(.  
o " 0 BE T@ B`` $8    $( 	
 B B%8 B (  B:%" $ 
 B G8 Vd8
  
I B* ! $  
 j ,%(   B4 
  

 
   yZU ,
 0  ,+ %8 B 
 ,
% ,% " G8  ,%(   ."[ G8
S" . " Q   XU Q;  
 V%. 	
" 0  
 B P'U 	  B 	 J   

o ( B`` ..  4      S
+ J
 $8
 .  BQ7 $% *7 ?@E] " $( %Wahab 
 B   7 & V ( & B  @Q
	
% ,
 
  
 | Z4  ,  %m $+ 	
% $+ Q%E] .
  7+ B "%  	
  
 	
 
 ? G ] ,
  
 	
%  	  "  E']
	ZI B@E] 
I ,%-   % $% *7)20(. 
Widayanti BQ(R 
 +%  = Q 
 ] B J
 B <
 S
  ? G ]  $%: ,
 B:+  sE8
 
)23( .
 BQ(R 
Liem  o " +% ,
 BR%0 $8  %jn8 	
    S
+ ( BR%0 $(  G8)24( 
 .
 BQ(RPrazomask   ,
 B`` ( ?/ +%
o J
 '* $8    ,. 
 	)30( 
 .
BQ(R ,:: Wahab     
 ( ?/ +%
  )20( oA8 Y<
 7 
 S/8  (  B   
   $( B 
 B:+ V  B
 $< N 

 
 BQ7 $%4 .: $( $ 	
 B 8 E']  
  
+! (3 
 P'U Q 
 
 J
  4 ,"< " EI 7 $(
 B!8 B $( J
 M
 .::  	 	 :Q W'4 7
 G8 B /E ,  " EI B!8  $< .
   J
 $ $4 &A8 &I q* B!8 $ 
 :Q
 ,. P%1U8 	 
 ,. " .  ,
 %(z; B 7
 	 )G.  J
 P%1U8  " 10 B<   	
?
K K0 BQ(R B 0]  0  EI 	
 , 
 $( J
 T 7 B< <] " .  	
B:%" BQ(R   EI B 	7  0] 
 N 
  	
 yU 
 $( J
 T 
 0  D   :
 ,
 ,.  ?
E ,. 	7  B B%8 B : 8 ."

J
 $ <] "     Td  S" . ,%(  	 
B:%" 	
  7 
 
 :< 
<  :E QI 	
 yU % 
 .  
  
(/S  &$*'  
 )8 ",:
 ZZU8 +- + $j   J!A(
, ,+ ,
  $ 8  B* ! 
($  %
 2 B%B !8%? 4 
 
  4%
 
 d 
I 
I  .  
  
D
ow
nl
oa
de
d 
fro
m
 jq
r.k
mu
.ac
.ir 
at 
8:2
2 +
03
30
 on
 Fr
ida
y M
arc
h 8
th 
20
19
  
 	
   
    	
 	  
 =// ) '* 
 1% ?@%@A8 B'!3 
/3 +% /1393 
 
289 
References 
1. Jain M, Bagul AS, Porwal A. Psychosocial problems in thalassemic adolescents and young adults. Chron Young 
Sci 2013; 4(1): 21-3. 
2. Azarkeyvan A, Eshghi P, Karimi M, Badeii Z, Aghighi M. Complete box of medical service in thalassemic 
patients. Tehran, Iran: Arvij; 2010. [In Persian]. 
3. Khaledi Sh, Moridi G, Valiee S. Comparison the quality of life of healthy and Thalassemic children. Iran J Nurs 
Res 2013; 8(29): 87-94. [In Persian]. 
4. Yazdi Kh, Sanagoo A, Joybari L. Psychosocial, social and financial problems with coping strategies among 
families with thalassemic patients. J Gorgan Uni Med Sci 2007; 9(2): 71-5. [In Persian]. 
5. Trimm D. Spousal coping during the surgical wait. J Perianesth Nurs 1997; 12(3): 141-51. 
6. Kargar Najafi M, Borhani F. Quality of life in thalassemic school aged children of Kerman special diseases center 
in 2010. J Qual Res Health Sci 2011; 10(2): 26-33. [In Persian]. 
7. Gholami M, Pasha Gh, Sodani M. Significant effect of group therapy on life expectancy, education and public health in 
female patients with thalassemia. Knowledge & Research in Applied Psychology 2009; 11(42): 25-45. [In Persian]. 
8. Sawatzky JE, Fowler-Kerry S. Impact of caregiving: listening to the voice of informal caregivers. J Psychiatr 
Ment Health Nurs 2003; 10(3): 277-86. 
9. Khademi M, Abedi H, Daryabeigi R, Alimahamadi N. Nature and structure of sources of suffering in family 
caregivers of hospitalized Elderly patients. J Arak Univ Med Sci 2007; 10(1): 43-53. [In Persian]. 
10. Stetz KM, Brown MA. Physical and psychosocial health in family caregiving: a comparison of AIDS and cancer 
caregivers. Public Health Nurs 2004; 21(6): 533-40. 
11. Abazari F, Abbaszadeh A. Comparision of the attitudes of nurses and relatives of ICU and CCU patients towards 
the psychosocial needs of patients relatives. J Qazvin Univ Med Sci 2001; 5(3): 58-63. [In Persian]. 
12. Stefan KA. The nurse liaison in perioperative services: a family-centered approach. AORN J 2010; 92(2): 150-7. 
13. Shamsaei F, Mohammadkhan Kermanshahi S, Vanaki Z. Survey of family caregiver needs of patients with 
bipolar disorder. Sci J Hamdan Univ Med Sci 2010; 17(3): 57-63. [In Persian]. 
14. Rehnsfeldt A, Eriksson K. The progression of suffering implies alleviated suffering. Scand J Caring Sci 2004; 
18(3): 264-72. 
15. Mazzone L, Battaglia L, Andreozzi F, Romeo MA, Mazzone D. Emotional impact in beta-thalassaemia major 
children following cognitive-behavioural family therapy and quality of life of caregiving mothers. Clin Pract 
Epidemiol Ment Health 2009; 5: 5. 
16. Rayyani M, Salsali M, Abbaszadeh A. Coping strategies in renal transplants recipients: A qualitative study. J 
Qual Res Health Sci 2013; 2(3): 208-20. [In Persian]. 
17. Graneheim UH, Lundman B. Qualitative content analysis in nursing research: concepts, procedures and measures 
to achieve trustworthiness. Nurse Educ Today 2004; 24(2): 105-12. 
18. Egan TM. Grounded theory research and theory building. Adv Develop Hum 2002; 4(3): 277-95. 
19. Lin PC, Lu CM. Hip fracture: family caregivers' burden and related factors for older people in Taiwan. J Clin 
Nurs 2005; 14(6): 719-26. 
20. Wahab IA, Naznin M, Nora MZ, Suzanah AR, Zulaiho M, Faszrul AR, et al. Thalassaemia: a study on the 
perception of patients and family members. Med J Malaysia 2011; 66(4): 326-34. 
21. Antai-Otong D. Psychiatric nursing pocket guide. Sudbury, MA: Jones & Bartlett Publishers; 2008. 
22. Astedt-Kurki P, Paunonen M, Lehti K. Family members' experiences of their role in a hospital: a pilot study. J 
Adv Nurs 1997; 25(5): 908-14. 
23. Widayanti CG. The perceived role of god in health and illness: the experience of javanese mothers caring for a 
child with thalassemia. Jurnal Psikologi Undip 2011; 9(1): 50-6. 
24. Liem RI, Gilgour B, Pelligra SA, Mason M, Thompson AA. The impact of thalassemia on Southeast Asian and 
Asian Indian families in the United States: a qualitative study. Ethn Dis 2011; 21(3): 361-9. 
25. Wong MY, Chan SW. The qualitative experience of Chinese parents with children diagnosed of cancer. J Clin 
Nurs 2006; 15(6): 710-7. 
26. Yeh CH. Dynamic coping behaviors and process of parental response to child's cancer. Appl Nurs Res 2003; 
16(4): 245-55. 
27. Rao P, Pradhan PV, Shah H. Psychopathology and coping in parents of chronically ill children. Indian J Pediatr 
2004; 71(8): 695-9. 
28. Gaffari Saravi V, Zarghami M, Tirgari A, Ebrahimi E. Relationship between thalassemia and depression. Res J 
Biol Sci 2007; 2(3): 280-4. 
D
ow
nl
oa
de
d 
fro
m
 jq
r.k
mu
.ac
.ir 
at 
8:2
2 +
03
30
 on
 Fr
ida
y M
arc
h 8
th 
20
19
  
  
 	
   
    	
 	  
290 =// ) '* 
 1% ?@%@A8 B'!3 
/3 +% /1393 
29. Furness P, Garrud P, Faulder A, Swift J. Coming to terms: a grounded theory of adaptation to facial surgery in 
adulthood. J Health Psychol 2006; 11(3): 453-66. 
30. Prasomsuk S, Jetsrisuparp A, Ratanasiri T, Ratanasiri A. Lived experiences of mothers caring for children with 
thalassemia major in Thailand. J Spec Pediatr Nurs 2007; 12(1): 13-23. 
31. Holden J, Harrison L, Johnson M. Families, nurses and intensive care patients: a review of the literature. J Clin 
Nurs 2002; 11(2): 140-8. 
32. Mu PF, Ma FC, Hwang B, Chao YM. Families of children with cancer: the impact on anxiety experienced by 
fathers. Cancer Nurs 2002; 25(1): 66-73. 
D
ow
nl
oa
de
d 
fro
m
 jq
r.k
mu
.ac
.ir 
at 
8:2
2 +
03
30
 on
 Fr
ida
y M
arc
h 8
th 
20
19
  
1- PhD Student, Department of Public Health Nursing, School of Nursing and Midwifery, Razi School of Nursing and Midwifery, 
International Compus, Kerman University of Medical Sciences, Kerman, Iran 
2- Associate Professor, Department of Nursing, School of Nursing and Midwifery, Islamic Azad University, Isfahan (Khorasgan) Branch, 
Isfahan, Iran 
3- Professor, Department of Internal-Surgical Nursing, School of Nursing and Midwifery, Shahid Beheshti University of Medical Sciences, 
Tehran, Iran 
4- Assistant Professor, Department of Nursing, School of Nursing and Midwifery, Rafsanjan University of Medical Sciences, Rafsanjan, 
Iran 
Corresponding Author: Heidarali Abedi PhD, Email:drabediedu@yahoo.com 
  
 	
   
    	
 	  
 =// ) '* 
 1% ?@%@A8 B'!3 
/3 +% /1393 
 
291 
Silent Screams: Experiences of Caregiver Suffering by 
Parents of Children with Thalassemia: A Qualitative Study 
 
 
Batool Pouraboli1, Heidarali Abedi2, Abbas Abbaszadeh3, Majid Kazemi4 
 
 
Abstract 
 
Introduction: Thalassemia is associated with severe blood disorders and hemolysis. As is the case with 
other chronic diseases, parents who care for these children tolerate insufferable pain. Given the importance 
of suffering in nursing, understanding this concept seems necessary in order to provide appropriate care 
based on their experience. This study aims to understand caregiver suffering experience of parents of 
children with thalassemia. 
Method: This was a qualitative study conducted with a content analysis approach. A total of 21 
participants were selected from parents referred to the thalassemia ward of a university hospital in 
Kerman, Iran, by the theoretical purposive sampling method. Data were collected through recorded semi-
structured interviews that were transcribed verbatim and analyzed by the Lundman and Granheim’s 
content analysis method. 
Results: Data analysis resulted in the emergence of the four categories of living with hardship, stigma and 
labeling, parental concerns, and the role of a support network, all of which were incorporated into the 
parental suffering theme. 
Conclusion: The results indicate that parents as caregivers for children with thalassemia suffer intensely, 
but silently. Perhaps the results of this study can attract the attention of authorities and cause them to 
provide assistance for these parents. 
Keywords: Caregiver suffering, Parents, Thalassemia, Qualitative study 
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